To identify the desired features of end-of-life medical decision making from the perspective of elderly individuals.
T
here is intense public and professional interest in improving medical decision making near the end of life. 1 When a patient's prognosis for meaningful survival is poor, physicians' traditional goals to preserve life, benefit patients, and respect patient autonomy often conflict. Contemporary ethics, law, and public policy have prioritized patient self-determination in these situations, [2] [3] [4] affirming patients' right to refuse medical treatments and to complete advance directives. 5 Research evidence, however, suggests that current practice falls far short of the ethical ideal of selfdetermination. Patients often lack sufficient knowledge of health states, interventions, and prognoses [6] [7] [8] to make informed treatment choices. Advance directives, widely promoted as a means of extending self-determination to future states of mental incapacity, 4 have been largely ineffective in clinical practice. 9 Family members, felt to be in the best position to know patients' values and preferences, 5 have been found to understand patients' treatment preferences little better than would be expected by chance. [10] [11] [12] These and other difficulties with end-of-life decision making became glaringly apparent when the Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatments (SUPPORT), a large intervention trial designed to improve end-of-life care failed to have any impact on physicians' knowledge of patients' treatment wishes or on the aggressive end-of-life treatments patients received. 13 The disparity between contemporary ethical standards and actual clinical practice may be a marker of poor quality in end-of-life care. Alternatively, it could suggest that ethical standards do not fully capture patients' own goals for decision making during serious illness. We designed a qualitative study to identify the values that shape elderly individuals' attitudes about life-sustaining treatments and their patients' perspectives on decisionmaking authority during serious illness. Identifying contradictions between current ethical standards and patients' own goals may help physicians to facilitate end-of-life decision making with patients and families.
METHODS

Design
The study employed in-depth interviews and a phenomenologic perspective. 14 Qualitative methods are increasingly being used to build models for patient-centered care, and are often superior to quantitative approaches when questions about meaning or human values are explored. 15 Phenomenology focuses on identifying the systems of meaning by which individuals make sense of their lives. This perspective was felt to be the most appropriate to investigate how patients and families approach end-oflife decision making.
Setting, Participants, and Interview Structure
We interviewed 21 elderly individuals from 2 sites in the Los Angeles area. Fourteen independent-living elderly, all of whom had 1 or more chronic health conditions, were recruited from a local senior center. Seven informants with a greater level of functional impairment (ranging from near-independent living to dependency for all instrumental activities of daily living) were selected from a multilevel retirement community. The sampling strategy was purposeful, using key informants (senior center staff, retirement community nurses, and social workers) to identify study participants differing in health status and prior experiences with end-of-life decisions. All study informants were screened to be cognitively intact prior to enrollment using the Mini-Mental State Examination (MMSE Ն 27). The mean age of study participants was 83 years old (range 72-92), nearly all were white (95%), most were women (81%) and widowed (74%). Eighty-one percent had previously completed advance directives as both study sites had programs to encourage their use.
Interviews were in-depth and open-ended and lasted between 1 and 2 hours (average 75 minutes). Interviews were conducted by the principal investigator (KER) and most took place in informants' homes. The general interview framework was developed by end-of-life care experts (KER, NSW), an anthropologist (MK-S), and a psychologist, and was extensively piloted to identify relevant question areas. Interviews solicited informants' personal narratives of serious illness in themselves and others, and used probe questions to identify how decisions were made, who made them, and their outcomes. Clinical scenarios of serious illness were also used as an additional entree to informants' personal values regarding life-sustaining treatments, including their treatment preferences and how they assigned decision-making authority. These scenarios included a range of illnesses (advanced dementia, severe pneumonia), interventions (cardiopulmonary resuscitation [CPR] , ventilator use), and prognoses. Often the scenarios overlapped considerably with informants' own experiences; in these situations, the scenarios were excluded from the interviews. The interview audiotapes were regularly reviewed by the principal investigator and anthropologist, who refined the probe questions to reflect themes that were emerging during data analysis.
Data Analysis
All interviews were audiotaped and transcribed verbatim, and were analyzed using content analysis techniques. 16 One of 3 individuals, each of whom had graduate training in qualitative research, read each interview multiple times and wrote interpretations and comments about the text in the transcript margins. This coding process was accompanied by frequent team meetings during which the coded transcripts were reviewed and codes were compared across interviews to identify a common theme structure. Iterations of this process were used to refine the coding structure as subsequent interviews were conducted and new themes emerged, with earlier interviews being recoded to examine for the new themes.
"Trustworthiness" of the analysis, the qualitative equivalent of validity and reliability, 15 was determined through 4 mechanisms: (1) theme saturation, which involved recruiting new informants into the study until 3 successive interviews yielded no new themes; (2) checks on intercoder reliability by independent coding of 3 interviews by 2 coders with comparison of coded themes, with reliability, which was 70% to 74%, calculated as the number of text segments identified by both coders as relevant and assigned the same major theme divided by the total number of segments identified as important by either coder; (3) follow-up meetings with 3 of our informants during which we discussed our findings and sought respondent feedback; and (4) presentation to 2 physicians for clinical correlation with their own practice experience.
RESULTS
Analysis of the interview transcripts yielded 3 major themes: (1) the factors patients and families weigh in treatment decisions; (2) the manner in which individuals assign decision-making authority; and (3) the role of caring behaviors in end-of-life decision making.
Factors Underlying Treatment Decisions
Outcomes, not Treatments, Guide Treatment Preferences.
Contrary to clinicians' current emphasis on identifying patient preferences for CPR and other specific life-sustaining treatments, informants emphasized the outcomes of such interventions rather than the interventions themselves. They identified a range of personal and interpersonal outcomes, including cognitive and physical function, self-care, productivity, and emotional or caretaking burden on loved ones. Foremost, they judged medical interventions as desirable if they could return a patient to his or her most valued life activities, as expressed by one 84-year-old woman: To this informant, his wife's illness had rendered her incapable of gaining any enjoyment out of life. Given the certainty that the outcome of any further illness was at best, only a return to that state, he regarded any treatment that would prolong life (including antibiotics) as "extraordinary." Similarly, when asked to elaborate on her description of a treatment as "extraordinary" one 84-yearold woman's exclusive focus on functional outcomes became evident: This informant believed that the use of a ventilator was "artificial" only if it failed to restore his former health state. Despite his wish not to receive "artificial" end-of-life interventions, he classified the temporary use of a ventilator as a "normal" treatment.
Advanced Age Is Relevant in Patients' Treatment
Considerations. Nearly all informants regarded their advanced age as relevant to treatment decision making. They focused in particular on 3 aspects of age-related decline: personal losses experienced in old age and the fear of future losses; the perception that serious illness in old age carries a poor prognosis; and the role which having lived a natural life span shaped one's perspective on lifethreatening illness.
Personal losses in old age. Individuals reflected on significant personal losses they had experienced including the death of spouses and other loved ones as well as losses of physical and sensory function. They also were concerned that future serious illness would continue or hasten that decline. One 89-year-old woman commented: For many informants, the combination of their concerns about current and future decline, along with their perception of having lived a full, long life led them to be less willing to tolerate the risks of pain and functional loss that life-threatening illness might bring.
Decision-Making Authority
The second theme included statements about decision-making authority in end-of-life treatment decisions. Informants assigned authority to both physicians and family members, based on their respective areas of expertise. Physicians were given authority based on their technical expertise in prognostication and treatment, and families were granted authority based on their primary concern for the patient's well-being. Informants assumed that the doctor and family members would collaborate, blending the physician's technical abilities with family caring to fulfill patients' own wishes, as discussed by one 82-year-old woman: Informants felt that the physician's skill in treating serious illness and prognosticating outcomes is critical to his or her decision-making authority. However, when functional recovery is not possible, the family's decisionmaking authority assumes precedence, aided by the doctor's support and technical guidance.
Importance of "Caring" During Serious Illness
The third theme included descriptions of caring behaviors and the role they play in end-of-life decision making. References to acts of caring-by families, by physicians and other caretakers, and by patients themselves-permeated the narratives and were often important contributors to end-of-life treatment decisions. Yet patients' and families' desire to care led them to very different viewpoints regarding end-of-life decisions. For patients, interpersonal caring included a desire not to burden their loved onesphysically, emotionally, or financially: In situations where family members could not guarantee such physical caretaking, however, caring might be substituted with the provision of life-prolonging medical treatments. In contrast with the care her family had given her grandmother, the same 80-year-old informant reflected on the end-of-life care her mother received in a nursing home. She acknowledged that her mother would never have wanted to be artificially fed, yet she elected to place a feeding tube in her nursing home-bound mother. The informant expressed that tube feeding was a poor substitute for the end-of-life caring that manual feeding would have provided: 
DISCUSSION
Analysis of these elderly informants' narratives revealed several clinically important findings that contradict current clinical practice. First, in decision making during serious illness, patients focus on outcomes , not treatments. To our informants, specific interventions such as CPR or mechanical ventilation were largely irrelevant beyond the ability of these treatments to restore patients' valued life activities. Patients' outcomes orientation contrasts sharply with physicians' own focus on patients' preferences for specific life-sustaining treatments, as they seek to ascertain patients' "code status." Such disparate orientations may explain the difficulties providers experience in endof-life discussions with their patients. Our findings also suggest that highly specific advance directive documents, in which patients are asked to choose from a checklist of many possible interventions in a variety of illness scenarios, 17 may not match patients' own models of end-of-life planning. Our informants' perspectives were more closely aligned with an approach that identifies patients' most valued life activities or "states worse than death." 18, 19 These outcomes-oriented formats, designed to clarify health states in which any life-prolonging medical treatments would be unacceptable, appeared to provide a better match to informants' end-of-life objectives.
The role of advanced age in end-of-life decisions has been the subject of considerable debate. Age per se has been inconsistently associated with survival after CPR [20] [21] [22] [23] or other interventions used in serious illness, [24] [25] [26] [27] [28] [29] yet studies have consistently shown that elderly patients receive less aggressive treatment for many illnesses, including breast cancer, 30, 31 coronary artery disease, 32 and acute critical illness. 33 The discrepancy between treatment outcomes and the provision of such treatments has been attributed to age bias on the part of providers 31, 33 ; alternatively, it may reflect a disparity between the preferences of elderly and younger patients for aggressive life-sustaining care. 34 The informants in this study, who largely represent the "oldest old," felt that advanced age was an important contributor to their own treatment preferences. The meaning they assigned to old age reflected concerns over their current health state and future decline, the deaths of significant loved ones, and the personal significance of having lived a "natural life span." While these concerns may not be important to all elderly individuals facing treatment decisions, they led most of our informants to be less willing to risk substantial suffering or functional loss for the opportunity to live longer.
Some experts have argued that assigning decision-making authority to a proxy is an even more important element of advance planning than is documenting one's advance wishes. 35 We found that authority is granted both to family members, based on their concern for patients' interests, and physicians, for their technical expertise. Our findings are consistent with other studies reporting patients' strong desire to have family members as proxies in end-of-life decisions, 36, 37 even granting them substantial leeway to override patients' own advance treatment wishes. 38 They also match the findings from several studies examining authority preferences in cancer treatment decisions, where up to 60% percent of cancer patients preferred that their doctor make the final treatment decisions. [39] [40] [41] The model for dual authority identified in this study, however, contrasts both with historic models for end-oflife decision making that embraced a paternalistic perspective and contemporary legal standards that do not grant any formal authority for physicians. Our data suggest that patients' goals may be achieved best by a model of collaborative surrogate decision making by families and physicians. Families can represent patients' interests by defining acceptable outcomes and delineating goals of care based on their understanding of patients' values. Physicians can be responsible for providing accurate prognostic information, for outlining a range of achievable goals of care, and for making specific recommendations to use or withhold curative treatments based on mutually defined goals.
Our inquiry also found that expressions of carepatients' concerns about burdening loved ones on the one hand, and caregiver obligations to ill family members on the other-are potent values in settings of poor prognosis. High 36, 37 has reported extensively on families' filial expectations, and other authors have found that concerns about family burden are a principal reason that patients reject life-sustaining treatments. 42 In another recent qualitative study, Singer et al. 43 reported that acts of caring-relieving burden and strengthening relationships with loved onesare critical to patients' perceptions of quality end-of-life care.
The importance of family caring behaviors in settings of poor prognosis has important implications with regard to physician-family interactions in the care of mentally incapacitated patients. In situations where patients' survival is unlikely, physicians can support family authority by focusing decision making on caring behaviors, the family's primary domain. Support can be expressed for example, by seeking the family's perceptions regarding the role that nutrition and hydration might play as an expression of caring. Physicians can also assuage family members' feelings of guilt or abandonment by making explicit the types of comfort-oriented interventions that will be added when decisions are made to discontinue curative treatments.
The decision to use a qualitative approach for this study was made with an understanding of the trade-off between gaining an in-depth understanding of the research questions and the study's generalizability. Despite our efforts to assure the trustworthiness of our findings, the small size, advanced age, and ethnic and racial homogeneity of our study sample are limitations to its generalizability to other patient populations. In particular, the high rate of advance directive completion at both sites (through programs to encourage their use) may reflect that informants are not representative of the general population in whom advance care planning occurs much less frequently. In addition, because informants' personal experiences with endof-life decisions were retrospectively elicited, it is unclear whether their narratives represent clinical decision making as it actually occurred. Prospective studies conducted in actual decision-making settings may help to confirm our findings. Finally, this study focused on older individuals' perspectives as family members or as patients faced with serious illness. Physician perspectives, which are an integral part of any model for end-of-life decision making, were absent and should be pursued in future work.
CONCLUSIONS
Based on the findings of this qualitative study, we propose a revised model for advance directive discussions or end-of-life decision making with patients and/or families. First, rather than focus discussions on patients' desire for CPR or other life-sustaining treatments, clinicians would focus on the health states or probabilities for recovery which define "acceptable" illness outcomes; using this information, patients and physicians can define the goals for patients' future medical care. Physicians could then make recommendations as to which specific treatments would be reasonably likely to meet patients' goals, leading to further patient-physician dialogue (e.g., regarding patients' willingness to accept risks of poor outcomes). Second, while treatments would not be limited to the elderly on the basis of age alone, the personal meaning of advanced age and having lived a "full life" would be elicited from patients during advance planning discussions. Third, since doctors' authority is primarily grounded in their detailed knowledge of interventions and prognoses, physicians would be more willing to assume responsibility in recommending treatment plans, including the provision or withholding of specific lifesustaining treatments, in order to meet patients' and families' goals for care. Fourth, in situations where patients' prognosis for recovery is poor physicians would recognize the importance that caretaking behaviors play within families, and would actively support family members' desire to care for their dying loved one.
